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CHAPTER I 
INTRODUCTION 
Health and Illness in American Society 
One of the basic needs of all people is health. Talcott Parsons 
defines health as "a state of optimum capacity of an individual for the 
1 
effective performance of roles and tasks for which he has been socialized". 
Just as health can be defined in terms of role performance, so 
illness 
characteristically produces diminished 
capacity for social functioning. Bodily 
illness is a reality problem with a large 
social and emotional component. It dis-
turbs the equilibriwn of the individual and 
family. It produces emotional tension in 
the patient and those around him.2 
Illness can also become a societal problem. Not only does it affect 
the individual's functioning but also industrial man hours are lost, 
production is slackened \-Then workers are ill. Hm.,r societies meet this 
problem depends on their needs and values. In the American system, 
while the state of being ill is accepted, special effort is expended 
to make people well. The ability of an individual to contribute to his 
own success as well as to that of the whole soci ety is one of our 
values and good health ensures the individual's capacity to achieve 
such goals. 
1Talcott Parsons, "Definitions of Health and Illness," in 
Patients, Physicians, and Illness, p. 176. 
~arriet M. Bartlett, Social Work Practice in the Health Field, 
p. 31, 32. 
l 
2 
The high value placed on health is perhaps best illustrated by our 
continual publicity on the advances of medical science and medical 
technology. Not only have institutions developed to train specialists 
in this field but even within medicine, disciplines have arisen 
specifically to combat and eliminate disease before it starts: preven-
tive medicine and public health. 
But illness is more than a state of bodily dysfunction. Western 
civilization, based on the Graeco-Roman tradition, has followed the 
philosophy of "a sound mind in a healthy body". 'rhere has long been a 
recognition that an attack on one results in some change in the other. 
The human being is made up of a psyche and a soma and separating these 
parts can only be done for the purpose of analysis. If there is bodily 
illness, there is a psychological response. It has often been said 
that although the illness seems to be improving, the patient, neverthe-
less, does not get better, because "he has lost the will to live". 
This is the colloquial way of expressing the concept that psyche and 
soma are interrelated. 
It is in recognition of such phenomena that the specialty of medi-
cal social w·ork has arisen. Social workers are concerned with the 
enhancement of social functioning, both of the patient and his family, 
both of whom have diminished capacity for functioning because of illness. 
Some Factors in the Decision to See a Doctor 
Despite the decreased capacity for social functioning and the 
emotional tension in the family during illness, even though medical 
care is available, there is evidence that people do not seek medical 
aid on the basis of clinical symptoms alone. 
Anthropologists and mental health workers 
have stressed that there may be differing 
conceptions of what is sick, of what is 
healthy, of what does and does not require 
medical attention.3 
3 
Research has shown that ethno-cultural factors play an important 
part in seeking medical aid. Zborowski4 and Zola5 found that Italians, 
for instance, tend to be more disturbed by pain than Jews or Irish. 
The Italians focus on the immediacy of the pain vrhile the Je,vish focus 
is on the threat to future health. The Irish were more concerned with 
specific problems of body dysfunction or impairment. 6 Such differing 
thresholds of pain and symptom tolerance can affect the individual's 
use of medical aid. Moreover, these attitudes and conceptions are 
transmitted from generation to generation. 
The "Old American" family sees emotionality as useless . 
•.• the mother stimulates the child's ability 
to resist pain; in the Italian family the mother 
inspires the child's emotionality; in the Jewish 
family, both parents express attitudes of worry 
and concern which are transmitted to the child.7 
3Irving K. Zola, "Socio-Cultural Factors In the Seeking of 
Medical Aid-- A Progress Report", Forthcoming in Review and News-
letter: Transcultural Research in Mental Health Problems, 1963, p. 1. 
4Mark Zborowski, "Cultural Components in Response to Pain": 
Journal of Social Issues, vol. 8, (Fall 1952), p. 22. 
5zola, trp. cit., p. 3. 
6Ibid, 
7zborowski, op. cit., p. 29. 
4 
Social class membership can also affect an individual's attitude 
to illness as well as to the use of medical facilities. In a study 
done in upstate New YorkJ it vras found that among the lovrer class popu-
lation, certain illnesses and pains were accepted because this had been 
the family pattern for generations. Only when the individual's capacity 
to ;-rork and earn money was diminished, was medical aid sought. 8 
pynamic psychology has also made contributions in our understanding 
of why people go to a doctor. One of its greatest insights is the con-
cept that people do not ahrays behave in a rational manner. The defen-
sive structure of the individual and his environment are factors which 
affect his attitude tovrard illness. If ·.re accept Parsons ' 9 definition 
of health, it would appear that if the capacity to achieve and maintain 
an important role were diminished by reason of illness, this would lead 
one to seek medical aid. Conversely, if one is dissatisfied with or 
refuses to accept an assigned role, illness can become a satisfactory 
defense as an indirect expression of role rejection. The concept of 
secondary gains or gratification of pathological needs through il~ness 
is one with which social workers and physicians or any profession con-
cerned with restoring health and rehabilitation constantly grapple. 
In such instances, medical aid is rejected rather than sought, since 
recovery could mean loss of a weapon of control or even changing a whole 
way of life to which the individUa.Ps ·living unit :has· become adjusted. 
SEarl L. Koos, Health of Regionville, p. 36. 
9Parsons, op. cit., p. 176. 
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The Child's Illness and the Parents' Coping Mechanisms 
In illness, the initial trauma is followed by a process of organi-
zation in which the meaning to the patient of his illness undergoes 
certain changes, as the patient becomes familiar with his symptoms and 
learns to live with the illness. 10 In young children, illness initiates 
the process of organization and mobilization of resources in the rest of 
the family. The more serious the illness, the greater will be its 
impact on family behavior patterns. 
Norman B. Gordon, in his paper on "The Impact of Long Term and Fatal 
Childhood Illness on the Family", indicated that 
fatal, long term, and chronic illness conditions 
in children have serious implications not only 
for the sick child, but for the entire way of life 
of the family.ll ... It is the need of every family 
to ·evolve a novel set of behaviors ·and attitudes in the 
face of serious f acts •.. a fatal or chronic illness 
assumes proportions far beyond customary exper-
ience and closely akin to the effects of natural 
disasters on behavior .... The initial reaction to 
discovery and diagnosis of a serious long term 
or fatal illness in a child, provokes an emotional 
and cognitional crisis ••. 13 .•. llhen an illness 
is discovered about which there is little public 
information, •.• or a doubt over the etiology, 
major problems may arise bet1-reen husband and wife. 
~lliere little information is available to parents, 
lOBo:ieman, Orbach, and Sutherland, "Psychological Impact of Cancer and 
and Its Treatment: The Adaptation of Mothers to the Threatened Loss of 
Their Children Through Leukemia", Part I, Journal of Cancer, vol. 8 
(February 1955), p. 18. 
11Norman B. Gordon, "The Impact of Long Term and Fatal Childhood 
Illness on the Family", Paper presented at a Symposium on "The Contributions 
of the Social Sciences to the Study of Mental and Physical Health" held 
on May 11, 1962 of the New York ·state Psychological Association, South 
Fallsburg, New York (Typewritten), p. l. 
12Ibid., p. 2. 
l3Ibid., p. 7. 
they may either blame themselves or each other 
for some imperfection presumed to be the causal 
factor. At a time when each needs the other for 
maximum support in a crisis, an important avenue 
of communication can be blocked, and lead to 
elli~anced emotional suffering, dish~rmony, as well 
as inappropriate decision making. 1 
6 
The present thesis group, as case,.mrkers in a medical setting, has 
been dealing primarily with mothers of children who have a recognizable 
illness. We have observed that parental perception of the illness and 
parental attitude to the sick child do affect both the management of 
the disease as >-rell as the normal maturation of the child. It is our 
belief that intervention at the time of crisis can be important in pre-
venting breakdown of psychological structures and in supporting the 
strong and stable part of the personality to manage the various aspects 
of the illness. 
We, therefore, decided to study the effects of a long term disease 
in children and the mother ' s attitude toward it, on her perception of 
the child and its effect on the family. There has long been the recog-
nition that some anxiety is necessary for appropriate functioning in 
times of stress, but that over-anxiety can inhibit functioning. Some 
of this anxiety can be related to notions of causation. Guilt feelings 
in the mother regarding causation do affect her child-rearing practices 
both toHard the sick child as well as the other children in the family. 
In addition, the mother's relationship to her immediate family and her 
extended family will play a part in her role 1-rith the sick child. 
14 
~., p . 10. 

8 
Maxwell and Gane found in their study of 150 families lvhere a child 
had congenital heart disease that n1ost mothers reacted to the diagnosis 
1vith "fear':, '\vorry", "fright", "concern". Some expressed surprise or 
"frank disbelief". There were some who felt guilt and one mother felt 
"betrayed by God". A mm1ber, however, did express optimism and 
acceptance. 20 
Yle have seen that the diagnosis of any serious illness stirs up 
anxiety in parents. Hhen vre examine the problem of causation !Ve find 
that feelings initially center about anxieties concerning parental res-
ponsibilities for the development of the illness, usually manifested as 
feelings of guilt, although intellectually they lmow otherwise. 21 
Mothers express feelings of guilt and asswne personal responsibility 
for the illness. Some see it as punisrunent for personal wrongdoing. 22 
Dr. Irving L. Bauer, in his study of attitudes of children with 
rheumatic fever, found that ~Vith those over five years old, the 
20 
patient related the cause of the illness back 
to some activity which had not met with parents' 
approval, and this had been used by the parents 
to explain the onset. These guilt feelings 
are not peculiar to rheumatic fever. Because 
of the protracted nature of the disease, the 
initial guilt may color the child's reaction 
to the treatment program. 23 ~nd the parents'] 
G. M. l'ft..ax~Vell and Sally Gane, "The Impact of Congenital Heart 
Disease on the Family", American Heart Journal, val. 64, (October 1962), 
p. 451. 
21Richmond and Vlaisman, op. cit., p. 44. 
22Bozeman, Orbach, and Sutherland, op. cit., p. 18. 
23Irving L. Bauer, "Attitudes of Children with Rheumatic Fever", 
Journal of Pediatrics, val. L~o (June 1952), p. 797,798. 
9 
Again, in Maxwell and Gane's study, more than half the mothers said 
they did not know the cause of the disorder. But just a little less than 
half saj.d it •tTas caused by a "pregnancy problem"; some said "heredity" 
and a small number said it was "divine retribution''. 24 
How mothers express their anxiety would give some evidence of how 
they can be helped in the management of the child's illness. Dr. Glaser 
recently studied tvrenty-five mothers of children with rheumatic :fever, 
with the focus on the Hay they handled their anxiety. Eight patterns 
were identified. Tne first was optimism, that the disease proved to be 
not as bad as they thought. Some used control over their feelings . 
Activity, that is, giving the mother something to do in the care of the 
child, was effective in handling the anxiety. Hith some mothers, there 
was a denial that the child was ill. Some tool<: a fatalistic attitude; 
that >vhat -..ras meant to be >vould be. The author indicates that another 
pattern was understanding, that is, attempts to learn about the illness. 
Other parents projected responsibility on the child in an effort to re -
lieve their anxiety. A large number handled the anxiety in attempting 
to gain support from others, especially the physj_cian. 25 
'vle have, thus far, seen that the diagnosis of a serious disease in 
children and the parents' personal theories of causation arouse emotions, 
which can be labelled psychological problems . F~rriet Bartlett states 
2~xwell and Gane, op. cit., p. 451. 
25Helen Glaser, D. B. Lynn, and G. Harrison, 'Comprehensive 
Medical Care for Handicapped Children: I. Patterns of Anxieties in 
Mothers of Children 1·Ti th Rheumatic Fever", Journal of Diseases of 
Children, val. 102 ( September 1961), p. 98. 
26 that "bodily illness is a reality problem~ Hhat is this reality 
10 
problem? A "problem found 1-ras the conflict arou..'1d time devoted to the 
sid: child and the reaction ·of the healthy siblings to this". zr Some 
parents were drawn toe,ether because of the illness, but in other in-
stances, it precipitated divorce or separation. The problem of the 
disease thwarted family plans. Some people did not attempt to have 
other children. 28 It vras found in another study that good marriages 
vrere sometimes strengthened. Some families became better integrated. 
In others, the mother was found to be possessive of the sick child. 
Other children in the family seemed to suffer from separation from the 
mother. 29 The consensus seemed to be that life stood still. The 
families 1-rere unable to plan for the future. 3° 
In the study of children l·ri th rheu•·na tic fever it \vas found that 
parents 1vant to lmmv just hmr sick their 
child is so that they can knov ivhen ancl how 
to disciplj_ne him. They get caught up in 
sibl:Lng rivalries, and their tendency to 
overprotect the sick child results in fric-
tion i·ri th the other children. Their anxiety 
causes them to forbid the rheumatic child 1 
many activities long after this is necessary. 3 
In the Maxvrell and Gane study done on congenital heart disease, the 
mothers found that the sick child required more care and attention. 
26Bartlett, op. cit., p. 31. 
27Kanof, Kutner and Gordon, op. cit., p. 43. 
28Ibid. 
29Be~trix Cobb, "Psychological Impact of Long Illness and 
Death On the Family Circle", Journal of Pediatrics, vol. 49, 
(December 1956), p. 748. 
3°Bozeman, Orbach, and Sutherland, op. cit., p. 18. 
31B "t 804 auer, op. ~. , p. . 
ll 
The mothers were concerned about spoiling, overprotection, and infan-
tilization of the child. They had a fear of "sudden death". The 
siblings of the sick child seemed to worry, at the same time evidencing 
feelings of hostility, jealousy, and deprivation. Family relationships 
were said by the majority to have remained the same. Almost a quarter 
of the mothers thought the relationships '\vere better. A considerably 
smaller number thought they -vrere worse. Two thirds of the group planned 
to have more children vhich '·TOuld indicate a measure of confidence. 32 
The r elationship of the parents of the sick child to the external 
environment would be an indication of the way they see themselves and 
how they manage the illness. Kanof found that a nearly universal 
tendency was to withdraw from social contacts, particularly from 
families vi th children, "\vhil e the patient was at home . 33 
The capacity to give to other children (than 
their mm) ..• marked a turning point in 
parental adjustment Hhich reflected accept-
ance of the child 1 s illness •.. -vrith the con-
version of energy which had previously gone 
into a form of mourning to more constructive 
endeavors.34 
Friends and relatives vere called upon for advice. Relationships 
with other parents were helpful.35 Mothers sought help from hospital 
personnel, family, and other parents and friends.36 
32Maxwell and Gane, op. cit., p. 452, 453. 
33Kanof, Kutner, and Gordon, op. cit., p. 42. 
34Richmond and Haisman, op . cit., p. 45. 
35Bozeman, Orbach, and Sutherland, op. cit ., p . 18. 
36Margaret Pinker, 11 Problems Encountered by Mothers VJhose 
Children Have Leukemia 11 , p. 37. 
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From the literature, it is clear that illness in a child affects 
the whole family circle with special stress on mothers, for it is they 
who have the responsibility for the care of the child and who have a 
closer tie to the child biologically and psychologically than anyone 
else. This is partly due to the fact that the father in our society 
must leave the home for most of the waking hours of the young child, 
in order to provide for the family. The ilwortance of the mother-child 
relationship has been noted in many studies which found that sporadic 
or inconsistent maternal care was the most frequent cause of later 
emotional disturbance. Similarly, the child's behavior may have an 
effect on the parent. His role performance is seen as a reflection 
of the parent's ability and capacity to perform his r ole. The child 
who cries all night when the mother is trying to sleep may evoke feel-
ings of hostility in the mother, vhich she must handle with defenses 
that are characteristic to her psychological structure. Illness in a 
child causes parents and even the whole family to find behavior 
patterns and defense s to cope vri th the illness and its concomitant 
anxieties and to tolerate the precariousness of the modified roles in 
the family structure. 
The common thread running through all the studies seems to be that 
parents, particularly mothers, of children who have serious or ?Oten-
tially fatal illnesses have severe anxieties concerning the illness. 
There is a tendency to deny the diagnosis. Guilt feelings in the 
parent or those projected on t o the sick child distort the normal 
relationship between the mother and the child, causing further anxiety 
and diminished capacity for adequate functioning . 
13 
Conclusion 
Social workers, in their role as therapists, whatever the setting, 
address themselves to the ego of the client. It is the social worker's 
function to help the ego distinguish between reality and fantasy and to 
support the ego in its struggle to master the tasks before it. Social 
worl~ers in the medical setting must assess the strengths and -vreaknesses 
of the client and must understand the illness~ Social workers must 
individualize and recognize that it is realistic for parents to expect 
death if their child has a malignant disease. In such cases, the 
social worker would support the parents through the difficult period 
of a normal grief r eaction. In any long-term illnes s , the specific 
diagnosis -vrill determine its probable course. In the past t-vrenty-fi ve 
years, significant strides have been made in surgical procedures so that 
what may have been fatal illness twenty-fiye years ago, is now actually 
curable. The role of the social worker in the medical setting can be a 
preventive one. By anticipating anxiety and helping parents with the 
initial trauma of diagnosis, future difficulty may be averted. 
The present thesis group purports to study and analyze the problems 
of mothers of children ivith a long-term and possibly fatal disease. 
Among the problems to be i nvestigated are those dealing with the atti-
tudes and reactions of mothers to the illness, to their perception of 
the child, and management problems arising out of the illness. 
Because of the emphasis in the literature of such social factors as 
education or ethnicity, the effect of these on the above problems will 
also be examined. If "ive can gain some ins i ght into the nature of the 
problems facing such mothers, we hope to increase both our 0\·Tn and other 
social workers' effectiveness in dealing with these clients. 
CHAPTER II 
PROCEDURES 
Selection of an Illness for Study 
Once vre had defined the area of exploration- the reactions of 
mothers whose children have long-term illness - our next problem was 
to identify what type or types of illness vre "I·Tantecl to include in._ our 
study. 
Our r eading and general experience told us that illnesses which had 
once reached epidemic proportions and resulted in cow1tless deaths 
had novr been largely eliminated through scientific research and the 
development of public health programs. Cases of smallpox and diptheria 
are almost never heard of, and with the discovery of the Salk and Sabin 
vaccines, infantile paralysis is gradually becoming a rarity. The 
discovery of insulin in the first quarter of this century has changed 
diabetes from a fatal to a chronic illness. With the discovery of 
antibiotics the rate of tuberculosis in the general population has 
been decreased and controlled, so that many sanatoria, originally built 
for the care of tuberculosis patients, are now being used for those 
illnesses that have not yet been conquered, such as mental retardation 
or mental illness. This medical progress has meant that the serious 
illnesses which today come to the attention of American medical centers 
are rarely contagious and acute, but are debj_litating and chronic. 
\'le hoped to f .ocus on a long-term illness that \vas treated in all 
five of the medical centers vrhere vre Here placed, and so vre took a 
sample of patient r ecords scheduled for an appointment on a particular 
15 
day. The services originally selected were: Orthopedic, Cerebral Palsy, 
Eye and Ear, Carcliac, Cystic Fibrosis, and Diabetic. All but the 
carQiac services were eliminated because the other clinics covered such 
a range of diseases that even within each clinic 1-.re could not isolate 
any one illness that several patients hacl in com..111on. Many of the 
orthopedic cases, for example, were accompanied by other congenital 
anon1alies or retardation. Cerebral palsy refers to any disease of the 
lower brain and spinal cord. There again, there -vrere too many factors 
to isolate for our study. 
He decided to focus on congenital heart clisease, for this illness, 
while broad in its symptoms and manifestations, involved one organ -
the heart - instead of a range of body parts. Furthermore, this par-
ti~ular organ is psychologically and physiologically seen as vital to 
the life process. 
The heart is the S)~bol of basic human emotions 
and holds a position of primacy among all body 
organs. Heart illness is experienced as a 
severe threat to life because it is associated 
-vri th sudden death •1 
Congenital heart disease is the most corrnnon carcliac condition in 
childhood. It is estimated that out of every 1000 live births, six 
children have congenital heart abnormalities. A large percentage of 
these children die before the end of the first year of life. Mortality 
is highest in infancy and approximately 32 per cent fail to survive. 
Thus, the major problems in diagnosis, treatment, and management are 
during the infancy period. Certain defects are more lethal than 
1Leopold Bellak and Florence Haselhorn, "Psychological Aspects 
of Cardiac Illness and Rehabilitation", Social Casework, vol. 37 
(December, 1956), p. 485. 
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others. Tetralogy of Fallot and transposition of the great vessels -
diseases which lead to lesions in the major vessels of the heart - are 
the chief causes of death. 2 
Congenital heart disease patients form a special group among the 
physically handicapped because of the dramatic strides that have been 
made in treatment in the past t1-renty years. Complete surgical cure is 
possible for many defects and a partial cure, "\vhich vrill alleviate the 
symptoms, is available for others. Surgery has made it possible for 
many of these children, doomed tuenty years ae;o , nm-r to have a normal 
life.3 
Instrument 
Now that \Ve had acquired a certain arnou..11t of knovrledge about con-
genital heart disease, ,,,e next considered hm.; t o make contact 1-ri th the 
mothers of patients having thj_s disease and 1-1hat instrument should be 
used to assess their reactions to the illness. 
He decided to use the interviev; and planned to contact our subjects 
directly either while they 1rere waiting for the doctor or at home. 
Direct contac-t with our subjects gave us an opporttmi ty to observe 
their affect as they taD(ed about certain areas and enabled them to 
ans-vrer questions in more detail than they mig.'lt have done in filling 
out a questionnaire. l-Ie also could clear up any confusion they had 
about the questions. Because our time was limited, ,,,e strt1.ctured our 
2John D. Keith, Richard Rm,re and Peter Vlad, Heart Disease in 
Infancy and Childhood, p . p . 1-6. 
3B. Landtman, E. Vala~11e, R. Pentti and M. Aukee, Psychosomatic 
Behavior of Children with Congenital Heart Disease 1 p. 9. 
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interview to last between t\oTenty and thirty minutes. In that period of 
time we knew· that "Yre could not get a total picture of a mother's 
reactions t o her child's long-term illness. Among all the possible 
factors He had to decide wh ich \oTere the most importa.nt and the most 
relevant far our short-term study. (See Appendix A for questionnaire). 
To gain some idea of the background. of our sample lre gathered data 
on a nt~ber of characteristics of the mother and her family: her and. 
her husband's age , the a ge and sex of the child >fi th congenital heart 
disease, the size and composition of the rest c·f the family, the bread-
winner's occupation and income. In particular we Here interested in 
their nationality and education-factors which our review· of the litera-
ture had led us to believe might \fell affect the mother's perception of 
and reaction to her child's illness. 
The main body of our intel~vi e\·1 related to the s e ver y perceptions 
and reactions. He Ha ntecl to know if she or someone else first noticed 
the child's symptoms and when after her first a•rarenes s of these symptoms 
she sought medical help. \·Ie then wanted to know •rhat period was most 
critical for her and what \·ras the relationship between her anxiety and 
her activity: whether she talked to anyone about the illne ss - if so, 
whom - and \vhether she sought help - if so, 1-rhat kind. For a further 
understanding of her perception of her child's illness, \ole a sked hmr she 
,.,ould explain causation of illness in general as \fell as that of her 
child's particular illness. He also wondered -vrhat her future expecta-
tions of the illne s s \·rere. Our questions on current fe elings, daily 
management, and advice for other mothers in the same situation v1ere more 
open-ended so that the mother's feelings, attitudes, and concerns could 
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be spontaneously expressed. He thought that more structu..red questions 
might elicit responses that vrottld not accurately represent our subjects' 
feelings about the illness. 
Description of the Medical Settings 
Although we originally hoped to do the interviewi ng at our place-
ments, the pediatric population with congenital heart disease and which 
also satisfied our other criteria (see Sample Characteristics section) 
vTas not equally available to all of us. We 1vere placed in the follow-
ing medical settings: 
l at Boston City Hospital (BCH) 
l at Children's Hospital Medical Center ( CHI'<lC) 
2 at Services to Crippled Children, Massachusetts Department 
of Public Health (ccs) 
l at The Massachusetts Eye and Ear Infirmary 1-ii th access to 
Massachusetts General Hospital (MGH) 
l at Massachusetts Memorial Hospital (IvWH) 
Of these five settings, Mass. Memorial Hospital could not be used 
because it had no pediatric population in its cardiology service. 
Boston City Hospital is a municipal hospital founded in 1858 as a 
department of the City of Boston " ••• for the reception of persons who 
by misfortune or poverty require relief during temporary sickness".4 
Its services are available to Boston residents ••ho can pay a small fee 
or no fee for their medical care. It is the third lareest hospital of 
its kind in the countrJ and cares for 35,000 patients annually. This 
4Frances Burns, "Hhy Boston Can't Afford to Lose City Hospital", 
A Series of Eleven Articles 'Hritten for The Boston Globe , (November 1958), 
p. 39. 
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hospital is financed by city and state funds, but grants fr~n foundations, 
medical schools, and the federal government enable it to carry on research 
and teaching as well as treatment. Each week its fifty outpatient clin-
ics serve more than 1,000 citizens of Boston. One of these is the cardiac 
clinic. 
Children's Hospital Medical Center is a voluntary, non1'rofi t hospital 
affiliated •rith Harvard Medical School. It is a center for teaching and 
research as well as treatment. Medically, it is divided into eight 
divisions, each with its mm chief: Medicine, ne¥U'olog<J, neurosurgery, 
orthopedic surgery, pathology, radiology, and stiTgery. The cardiac clinic 
is a sub-unit of the medical division. Referrals to this clinic come from 
local doctors, and maternity hospitals, primarily in Nevr England. In 
1962, the hospital admitted 9,623 inpatients and 109,317 outpatients. 
Although the majority of patients are from Hassachusetts, a large number 
come from other parts of the United States, and, in 1962, 150 
patients came from outside the country.5 
The :tvlassachusetts General Hospital also carries on research and 
teaching as ·Hell as health promotion and patient rehabilitation. It is 
the third oldest voluntary, nonprofit hospital in the United States and 
the oldest in New England. This hospital has a bed capacity for 1000 
and serves 700 patients daily in its forty five clinics. The three 
clinics that focused on heart conditions beginning in early life - The 
Children's Cardiac Clinic, the Chorea Clinic, and the Rheumatic Fever 
Clinic - have now been united into a single clinic: The Rheu.'11atic Fever 
5children's Hospital Medical Center, The Children's Hospital 
Medical Center, Mimeograph material, 1963, pp. l-3. 
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Clinic. This clinic treats patients who range in age from early childhood 
to old age. The patients are usually referred from other clinics and 
may be seen for diagnostic purposes and/or for treatment. According to 
the diagnosis, some patients are seen weekly while others are seen only 
once or t'i-rice a year. In 1963, an average of t1-1elve patients was seen 
in this clinic each week. The total number served by The Rhewaatic Fever 
Clinic in that year was 349 .6 
Services for Crippled Children is one of the fotrr departments under 
The Division of :Maternal and Child Health, which is concerned vlith promot-
ing the health of lilothers and children through demonstration, education, 
and direct corrective se1~ices . This program for crippled children 
developed out of the passage of The Social Security Act in 1935. One 
of the provisions of this act desi rsnated ftmds for each state to locate 
cripplecl children and to provide medical, surgical, and corrective ser-
vices for them as 1rell as facilities for diagnosis, hospitalization, and 
aftercare. In Nassachusetts, as in most states, Services for Crippled 
Children is under the jurisdiction of the Department of Public Health and 
is financed through the Federal Grants-in-Aid program with state admini-
stration. Each state has the right to define the term "crippled child" 
as it sees fit. In .Massachusetts the definj_tion of a crippled child 
includes one suffering from congenital heart disease.7 Clinics are dis-
tributed throughout the Commomrealth and include twelve orthopedic, two 
plastic, and tvo cardiac clinics. A child is accepted for continued care 
61Yiassachusetts General Hospital, Questions and Ans'i-rers about the 
Nassachusetts General Hospital, 1963, pp. l-3. 
7:Massachusetts Department of Public H?alt~J.: ... commonhealth, Vol. . VI, 
No;; 2 (March";'April, 1958), p . l;. , 
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in these clinics if his parents are unable to pay for the tj~e of care 
needed. Eligibility is dete1~ined jointly by the physician and the social 
'\rorl':.er. The patients included in our study vere selected from the cardiac 
clinic in Salem. 
All the interviews -vrere thus carried out in the cardiac clinics or 
services of four Greater Boston institutions: The Boston City Hospital, 
The Children's Hospital Medical Center, The Services for Crippled Child-
ren, and The ~Bssachusetts General Hospital. 
Intervie-vrer-Interviewee Contact 
To determine vThat problems vre might encounter in our interviews or 
'l'rhat changes in approach might be necessary, each of us did a pretest in 
her particular medical setting. i.·Je tried to choose a pretest :population 
·Hi th characteristics similar to those in our fina1 study. The pretest led 
us to broaden the nature of our introductions for 1ve found that too con-
cise a presentation made ou.r subjects anxious. We also realized hovr 
important it was to az.;sure t hem that their names vould not be used in the 
study and that the material they gave us would be confidential. We found 
that the questions did not have to be asked in sequence, as their answers 
often encompassed several questions. We did not change the content of 
the questionnaire, but decided to paraphrase questions 1-rhen necessary. 
Before we conducted our intervie1-rs, each of us discussed our project 
with members of the staff-physicians and social >·rorl';:ers - in each medical 
setting. Their advice and cooperation contributed greatly to our method 
of study. Permission to conduct the research in the different medical 
settings '\-ras obtained through fon:1al (letters from our advisor) and 
informal (discussions with staff) connnunications. 
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At BCH, CBMC, and HGH the clinics meet vreekly. Those of us in these 
settings selected our subjects among the patients scheduled for clinic 
appointments each week . He did not telephone the mothers beforehand, but 
presented ourselves to them while they ivere waiting for the doctor. At 
BCH the cardiologist helped the interviewer select mothers of patients and 
introduced her to her subjects. She conducted her interviews in a private 
office after the patients had seen the doctor. Some of the patients 
accompanied their mothers. others waited outside the office until the 
interview was over. 
At CHMC and NGH the interviei-ters presented themselves to the inter-
viewees. The majority of the patients vraited with their fathers while 
their mothers vere intervie>ved in a conference room cr an office at CHMC 
and on a separate bench in the clinic at MGH . Most of the patients who 
vrere present during the interview 1rere infants, and they naturally did 
not understand the proceedings of the questionnaire. We tried to arrange 
our interviews in privacy because we felt that our subjects would talk 
more freely avray from their children and/or other people . 
Interviews at the clinic were not possible fo1· the two intervievrers 
at CCS. 'rhe congenital heart clinic in Salem is one special clinic under 
this program and meets only once a month. Furthermore, this clinic was 
crowded and small and had no separate space available for interviewing. 
These tifo investigators selected their subjects from the files of this 
clinic instead of going through the records of patients scheduled for a 
particular appointment. They then telephoned those 1-Thom they had 
selected and scheduled home visits . One out of the six visits was con-
ducted in privacy, and in the other five the children were in and out of 
the room. 
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VIe introduced the idea of our project to the mothers by saying that 
we were social workers doing a research project to learn how we could be 
of help to mothers of patients in their particular medical setting and 
in other settings. He said that if they could tell us vvhat their ideas 
and e}..'})eriences vrere, it might enable social vrorkers to help other mothers 
in a similar situation. He then assured them that any information they 
gave us would be confidential and encouraged them to ask questions as vre 
vent along with the intervie;v, If our subjects voiced mistmderstanding of 
the meaning of certain questions, we would paraphrase these questions in 
a \Vay that "\vas more comprehensible to them. 
During the intervievrs we noted the anm-rers on pa11er, recording their 
ans1vers as verbatim as possible. At the end of the intervievr we ;vould ask 
them if they had additional questions or comments. l-ie found that some of 
them smr us as social iWrlcers vrho could. help them ui th financial and/ or 
emotional problems around their child's illness. To clear up this con-
fusion, vre explained that we vrere talking vri th them for research purposes 
and told them who was available (usually a social worker) if they wanted 
help. If they wanted to know more about the project or seemed anxious 
about their part in it, we vrould elaborate on our introduction. 
Letters irere sent to the interviewees, thanking them for their time 
and cooperation. 
Sample Characteristics 
At the same time that vre were trying to focus on an illness 1re were 
also trying to find a representative population for our study. Because 
our earliest samples were tal\:en from staff patients or those under state 
and city medical progre..ms (ECH and CCS), the population vTas largely a 
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lover income group. In this population the vast majority of patients 
1-.rere Catholic; so we decided to use religion as a constant variable by 
sampling only :patients of Catholic bacl<.:ground. On the basis of the 
national groups that appeared most frequently among our Catholic patients 
vre confined our study to '.-:hite mothers 1-1ho were of French, Irish, or 
Italian descent or some combination of these three. He looked for mothera 
of children vrho Here early in treatment, as 1-1e vrarrted to assess their re-
actions as close as poss ible to the time that they learned that their 
children had congenital heart disease. 
The follmving table illustrates the number of subjects found in each 
of the medical settings during the intervie"l-.ring period (January 3rd to 
March 8th). 
'l'ABLE l 
THE NUMBER OF INTERVIEHS DONE AT EACH HEDICAL SETTING 
Medical Setting 
Boston City Hospital 
Children 1 s Hospi tal 1'-iedical 
Center 
Services for Crip~led Children 
Massachusetts General Hospital 
Total 
Number of 
Interviews 
6 
19 
6 
7 
38 
Three of this number 1-rere not included in the final study. T1m of 
these were not in the nationality groups we us 2c1 , and one had a series 
of medical problems unrelated to congenital heart disease. 
The follmoling table illustrates the nationalities of the thirty 
five mothers whose intervie1: s uere used. 
TABLE 2 
THE NATIONi\.LITIES REPRESENTED IN THE STUDY 
Nationality 
French Canadian 
Irish 
Italian 
'l'otal 
Number in 
Study 
·- - -- --
14 
14 
7 
35 
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The next table classifies our subjects according to t heir education. 
TABLE 3 
A ClASSIFICATION OF THE IviCJ.rHERS' EDUCATION 
Number in 
Educati on Study 
Group I (Below tlrelfth Grade ) 18 
Group II (High school gradu-
ates and/or advanced 
training) 17 
Total 35 
He vranted to knov if nationality and education could "be examined 
separately. The folloving table illustrates the relationship bet~oreen 
these tuo variables. 
TABLE 4 
THE RElATIONSHIP OF EDUCATION AND NATIONALITY 
Education Nationality 
French Irish Italian 
Canadian 
Group I 7 7 4 
Group II ~ ~ 3 
Total 14 14 7 
This tables shovrs that there vras an equal distribution of the tivo educa-
tional groups among the three nattonality groups. Thus 've assumed that 
the variables of nationality and education were reasonably independent, 
and vre have considered them separately in our study. 
In all but t'vo of the famili e s in vhich the fathers ivere deceased, 
both parents were in the home. The average age of the mothers was 
thirty years, i-Ti th the range extending from 11,inet-een years to forty four. 
years·. 
The number of children in these families ranged from ·one . to seven; 
averaging three per family. The children with congenital heart conditions 
:in.c:luded .nineteen boys and sixteen girls . ~. They ranged in :age from _three 
months to ten years, and the majority fell within the three to six year 
age· bracket. 
Table 5 shows the distribution of these children's medical diagnoses. 
TABLE 5 
THE DIS'l'RIBUTION OF :t-fEDICAL DIAGNOSES IN THE STUDY 
Diagnosis 
Ventricular septal d0fect 
Coarcitation of the aorta 
Patent ductus arteriosus 
Tetralogy of Fallot 
Systolic murmur 
Functional murmur 
Transposition of the great vessels 
Ventricular enlarcement 
Atrial septal defect 
Pulmonary stenosis 
Fibroelastosis 
Nwnber in 
Study 
15 
3 
2 
2 
2 
1 
l 
1 
1 
l 
1 
Pulmonary artery hypertension 1 
Aortic regurgi t o/c.ion l 
Supraventricular arr;y-t r ... mia l 
Aortic stenosj_s l 
Suspected conc;eni tal h::.=art disease 
>ri th other congenital c.bnorrnali ties 1 
Total 3) 
Eight children in our study had other lesions accompanying their prima:rJ 
diae;noses, but for purposes of clarity vre evaluated each condition in 
terms of the primary diagnosj_s. It is important to recognize the indivi-
duality of each child's condition in terms of clinical symptoms, treatment, 
management, and prognosis. Further medical data in the appendix illus-
trates the difficulty of generalizing about any of the conc;enital heart 
conditions included in our study. (see Appendix B). HOI-rever, we. 1>1ere able 
to use mel'i.ical information for comparative purposes in the data analysis. 
'l'he next chapter 1>1ill discuss the problems encountered by mothers of 
children vrith these diagnoses ancl 1rhat factors influenced our subjects' >mys 
of coping vrith such problems. 
CHAPTER III 
DATA ANALYSIS 
Diagnostic Crisis 
Illness represents a family crisis; thus, it has been the purpose of 
our study to explore the factors surrounding this stressful situation. 
In particular, we have attempted to report and analyze the manner in which 
mothers handle the crisis, the problems they encounter, and the solutions 
they se_ek. Our ultimate concern is when and hmv ·we as social workers can 
intervene. 
In the follmiing chapter we shall examine the data in some detail, de-
monstrating how 1ve have arrived at our conclusions. As stated in the pre-
vious chapter, the variables of education and nationality will be examined 
and when they show a significant relationship to the feelings, reactions, 
and attitudes of the subjects, they will be discussed. 
Prediagnostic Situation: 
In 68 per cent of the cases the doctor was the first to notice the 
symptoms of the disease either at birth or during a routine check-up within 
the first six months. This finding substantiated a pattern seen in other 
studies that most congential heart defects are detected at birth or during 
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a routine physical examination during infancy and childhood. Even the 
mothers who noticed some symptoms themselves did not relate them to con-
genital heart conditions. The symptoms which were noticed by the mothers, 
however, were ones most commonly associated with congenital heart disease: 
l 
Jere Lord, Sidney Blumenthal, Joseph Artusio, Jr., Elliot Hur~Vitt, 
and Edmund Napert, "Current Concepts in the Treatment of Common Con-
genital Heart Defects", Bulletin of the :New York Academy of Medicine, 
Vol. 38, (September, 1962), p. 609. 
cyanosis (turning blue), retarded grov~h, undue fatigue, frequent res-
piratory infections and breathing uifficulty. The actual terms used by 
th~se mothers to describe these symptoms are very vivid and emotionally 
charged. 
His breathing was irregular; he made heavy grunting sounds. 
He breathed like he was choking. 
He didn't want to play with other children; he couldn't keep up with 
them. 
Betvreen the initial identification of symptoms and the final diagnosis 
there are often several steps. The physician may first suspect the presence 
of congenital heart disease when he hears certain heart sounds through the 
stethoscope. An electrocardiogram, a fluroscopy, and, in some cases, a 
cardiac catheterization may then be necessary for a confirmation of the 
diagnosis. 2 All but one of the mothers in our study vrere first told of the 
suspected congenita l heart condition by an obstetrician at birth, a family 
doctor, or a pediatrician. Only one mother related her child's symptoms 
to congenital heart disease before she came to a doctor. ~ne fourteen 
mothers who noticed symptoms such as irritability, poor eating, frequent 
colds, and hard breathing did not relate these symptoms to heart disease 
until they consulted a physician. After the children were seen by a local 
physician, they were referred to a cardiology clinic where the final diag-
nosis was made, and treatment proceeded. 
Initial Reactions to the Diagnosis: 
There were considerable similarities in the reactions of the mothers 
when they learned the diagnosis. With the exception of four mothers whose 
2Ibid.' p. 612 
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children had minor heart conditions and who described themselves as 
initially calm and unworried, all in the sample described their initial 
reaction to the child's diagnosis as (A) shocked and numb or (B) upset and 
frightened. 31 per cent of the mothers appeared in the first group and 59 
per cent appeared in the second group. Bozeman, Orbach, and Sutherland, 
who studied the reactions of mothers of children with leukemia, also found 
that upon hearing the diagnosis, the mothers found it hard to believe. 
These authors define the reactions to the diagnosis as an "initial trauma".3 
Table 6 shovrs the variables of education and nationality in relation 
to the mothers' initial reactions. 
TABLE 6 
COMPARISON OF EDUCATION AND NATIONALITY AND MOTHERS' INITIAL REACTIONS 
Initial Education Nationality 
Reactions 
Eleventh High School French Irish Italian 
Grade or Below Graduate or More 
Calm; unworried 2 2 2 l l 
Extremely upset 10 10 5 9 6 
and frightened 
Shocked and 6 2 ~ 4 0 
numb 
Total 18 17 14 14 7 
3M. Bozeman, C. Orbach, and A. Sutherland, "Psychological Impact of 
Cancer and Its Treatment: The Adaptation of Mothers to the Threatened 
Loss of Their Children Through Leukemia", Part I., Journal of Cancer, 
Vol. 8 (February, 1955 ), p. 18 . 
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Although the types of initial reactions were equally distributed 
among the two educational groups, we found that the nationality variable 
was significant in the way the mothers expressed their reactions to the diag-
nosis. It seems that the majority of the Irish (64 per cent) and the 
Italians (86 per cent) describe themselves as upset and frightened ••• 
" ••• terrible; it was like someone had been killed" (Italian) ••• "It made me 
sick" (Irish). The French Canadians (50 per cent), however, described them-
selves as being shocked and numb •••• "I was in a stunned condition ••• ". The 
phrase "upset and frightened" suggests considerable feeling, whereas "shocked 
and numb" almost suggests an inability to react and a tendency to 1-Tithdraw. 
There thus seems to be a cultural component in the mothers' initial 
responses to the diagnosis. Even before formal education begins, the young 
child is trained in his frunily's ways of responding to an expressing joy and 
sorrow. His family, in turn, is part of a cultural group which has charac-
teristic ways of reacting to various life situations. As stated by 
Zborowski: 
Each culture offers to its members an ideal pattern of attitudes and 
reactions, which may differ for various subcultures in a given society, 
and each individual is expected to conform to this ideal pattern.4 
In our study the Italians have a characteristic way of responding to 
the diagnosis. Zborowski discusses their heightened response to pain and we 
can see the same pattern in their response to the diagnosis. The Irish and 
the French Canadians did not show as clear a pattern of responses to the 
diagnosis. Here many of the French Canadians described themselves as 
4:Mark, Zborowski, "Cultural Components in Responses to Pain", 
reprinted from The Journal of Social Issues (No. 4, 1952), in Social 
Perspectives on Behavior, p. 155. 
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"shocked and numb", and the next section will show that they composed the 
majority of the group '..rho did not discuss the illness 1-rith others. There 
is very little literature devoted to the characteristics of French Cana-
dians, but a look at their history led us to speculate about the meaning 
of their responses. They have been described as "cultural islands" both 
in eastern Canada and in NeH England, where they have been a minority in 
areas " ••• dominated by people of English language and British institutions".5 
The French Canadians have mixed very little with other national groups and 
have remained homogeneous in culture and religion, for the dissenters and 
freethinkers have left the culture if their ideac are too threatening to 
the status quo. 6 This historical pattern of stability and withdrawal from 
other groups may be repeating itself in the way they express feelings and 
interact vdth others in a crisis situation. 
The variables of education and nationality have a bearing on the 
mothers' descriptions of when they l·rere most worried (see Table 7). 
,-
/Ever ett Hughes 7 \-There Peopl es Meet 7 IJp . ~~3 , 2.1+ . 
6 I bi d ., p. 1 05 
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TABLE 7 
COMPARISON OF EDUCATION AND NATIONALITY AND "HHEN MOTHERS WERE MOST WORRIED 
\>!hen l'4others Education Nationality 
Were Most 
Worried 
Eleventh Grade High School French Irish Italian 
or Belmv Graduate or 
More 
At time of 
diagnosis 11 7 6 8 4 
When impli-
cations of 
diagnosis 
1-rere rea-
lized 3 8 5 4 2 
Did not 
anm-rer 4 2 
_]_ 2 l 
Total 18 17 ll~ 14 7 
\·lhen nationality was used as a variable, vre found that 42 per cent of 
the French mothers, 57 per cent of the Irish mothers and 56 per cent of 
the Italian mothers worried most at the time of diagnosis. Of the mot.hers 
who worried most when they realized the implications of the child's con-
dition, 45 per cent were French, 36 per cent were Irish, and 18 per cent 
were Italian. 
It is interesting to note that in the lowest educational group 
61 per cent of the mothers were most worried at the time of diagnosis and 
only 16 per cent were most worried when they realized the future impli-
cations of the diagnosis. This lBd us to believe that mothers >nth less 
education are somewhat more direct and immediate in the expression of 
anxiety around the child's condition. 
Patterns of Communication 
We -vrere interested not only in the feelings the mothers experienced 
in relation to the diagnosis, but also in Hhether they cormnunicated 
their feelings to others. Most of the mothers (77 per cent) discussed 
the diagnosis with others: family members, friends, and/or medical per-
sonnel. Table 8 shows the comparison of nationality and education with 
patterns of communication. 
T.AELE 8 
COMPARISON OF NATIOl'JALITY AND EDUCATION WITH PATTERNS OF COMMUNICATION 
Patterns of Education Nationality 
Communica-
tion 
Eleventh Grade High School French Irish Italian 
or Below Graduate or 
More 
Talked about 
child 1 s con-
dition to 
medical per-
sonnel, fam-
ily and 
friends 15 12 9 11 7 
Did not discuss 
illness 1vith 
anyone 3 5 5 3 0 
Total 18 17 14 14 7 
This table shows that 100 per cent of the Italians and 79 per cent 
of the Irish talked with some one about the illness, while a smaller ma-
j ori ty of the French ( 64 per cent) d~Ld. A typical French Canadian re-
sponse was, "No, we didn't talk to. ,anyone; my husband didn't >vant me to, 
as it was our problem". The Irish and the Italians told about their 
communication patterns in the follo1-1ing vmys: "I spoke to my immediate 
family after I learned she had a heart condition" (Irish); and "We 
talked to the family, and we agreed we should t ake her to the doctor11 
(Italian). The fact that 100 per cent of the Italians in our study com-
municated with others about the illness is parallel to a study done by 
Zborm·rski, 1-rho· maintained that the Italians complain a great deal during 
sickness, call for help, and expect sympathy and ass istance from other 
members of their environment, especially from members of their family.7 
\ve attempted to determine how many mothers had hacl contact 'I·Ti th a 
social worker in relation to t he child's illness. Only 37 per cent used 
a social' vrorker at this time. The f act that t he ma jority did not feel a 
need for a social 1vor:i~er could mean that, in many instances, family, 
friends, and acquaintances vrer e utilized as a social -vmrker might be. 
Also, many of the mothers may have had limited lmovrledge about social 
workers and, therefore, could not perceive them as having a role in 
helping them with a c:r·isis situation. A parallel can be dra.m from a 
study done from the standpoint of the nurse. Margaret Pinker studied 
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problems encountered by mothers of leukemia patients and found that these 
mothers did not perceive the nurse as a significant person in helping them 
with the problems relating to their children's conditions. 8 It seems that 
7Zbormvski, op. cit., p. 151. 
fivrargaret Pinker, "Problems Encountered by Mothers vlhose Children 
Have Leukemia", p. 37. 
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the helping professions which can be of vital assistance are often ig-
nored in cris is situations. 
We were interested to find that the education did inf luence the 
pattern of turning to a social worker during the crisis of the illness, 
for G2 per cent of the mothers vrho used a social vrorker ·Here in the 1m·rer 
educational group. ( See Table 9). 
TABLE 9 
COHPAHISON OF EDUCATION AND N.ATIONALITY AND HAYS I N HHICH SOCIAL HOHKERS 
WERE USED 
Hovr worker was used Education Nationality 
Eleventh Grade High School French Irish Italian 
or Belovr Grad·u.ate or 
Nore 
To taL~ over problems 5 3 3 4 1 
For t angible assistance 2 1 1 0 1 
For b8th of the above 1 1 1 0 1 
Did not use social 
iwrker 10 12 
_2. 10 4 
Total 18 17 14 14 7 
A look at nationality in relation to the use of a social worker shows 
that 93 per cent of the Italians, 36 per cent of the French, and 29 per 
cent of the Irish made use of a social worker. ~lliile the Italians tended 
to use a social worker more often, the percentage differences between the 
three groups are small. 
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CURRENT PERCEPTIONS OF THE ILLNESS 
Feelings 
He found that our subjects' patterns of communication were related 
to their current feelings about the illness, for the majority of the 
mothers who did talk to someone about the child's condition described 
themselves as being "encouraged and hopeful" nmi; whereas most mothers 
vho dicl not taU;: to anyone described themselves as being "still 1wrried". 
The majority of Italian mothers described themselves as relieved at 
the time of our intervie-vr l·ri th them, even though they vere initially ex-
tremely upset. They attributed this attitude change to the reassurance 
they 11ere given by the doctors and other persol'l..nel in the clinical setting. 
This parallels Zbormrski' s finding that the Italian patient seems to dis-
play a more confident attitude tm·rard the doctor, an attitude that is re-
inforced after the doctor has brought him relieve from pain.9 
A comparison of the variable of education (See Table lO) in relation 
to the current feelings of the mothers shmred that there -vras an almost 
equal distribution of mothers in the t>m educational groups. 61 per cent 
of the mothers in the lover educational group described themselves as 
reassured and hopeful vhile 64 per cent of the higher educational group 
described themselves in this vay. Therefore, the educational background 
did not seem as influential as the ethnic background in determining the 
mothers' current feelinGs about the illness. 
9Ibid., p. 150 
'll_ABLE 10 
COMPARISON OF EDUCATION AND NATIONALI'rY AND MOTHERS' CURRENT FEELINGS 
Bothers' Current Education Nationality 
Feelings 
Elevent h Grade High School French Irish Italian 
or Below Graduate or 
More 
More relieved and 
hopeful 11 11 7 9 6 
Still Harried, 
nervous and 
afraid 7 6 7 5 1 
Total 18 17 l LI. l i+ '7 I 
Each of the interviewers rated the present emotional state of each 
intervie;.ree and placed her into one of the follorring f our categories: 
(1) appeared extremely nervous, ( 2) appeared moderately upset, (3) ap-
peared calm and not t oo w·orried., and ( 4) appeared to be denying and not 
verbalizing fears. The intervieHer made her decision on the basis of 
overt behavior and responses . Six mothers -vrere in the first group, 
seven in the second, fourteen in the third and eiGht in the fourth. 
There were, therefore, f ourteen mo·chers who did not ex:-_flress great con-
cern, and twenty one mothers Hho appeared to be worrying in varying degrees. 
The intervieHers felt that 60 per cent of the sample Here -vrorried, but 
only 37 per cent described themselves in such terms. Although we re-
alize that at the time of the intervieH the mothers may have been 
reacting to factors other than the child's condition, it is quite 
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possible that some of the mothers ·ivere denying their feelings. This pat-
tern of control over feelings is identified by Helen Glaser, et al in 
their study of mothers of children with rhemnatic fever, \vith a focus on 
the ·way they handled their anxieties •10 
1-Jhen the intervie-w-ers' impressions were considered, 76 per cent of 
the more educated mothers were in the categories of "appeared calm and 
not too worried" or "appeared to be denying and not verbalizing fears". 
The more educated mothers again appear more apt to use denial as a coping 
raeche.nism. (See Table ll). 
TABLE ll 
COllfPARISON OF NATIONALITY AND EDUCATION AND THE INTERVIEHERS' IJYIPRESSIONS 
Interviewers' Education Nationality 
Impressions 
Eleventh Grade High School French Irish Italian 
or Belo\v Graduate or 
11ore 
Appeared extremely 
nervous l· r 2 
Appeared moderately 
upset 5 2 
Appeared calm and 
not too -vrorried 7 7 
Appeared to be de-
nying and not ver-
balizing fears 2 6 
Total 18 17 
lO Helen Glaser, D. B. Lynn, and G. 
Medical Care for Handicapped Children: I. 
Mothers of Children with Pilleumatic Fever", 
Children, Vol. 102 (September, 1962). 
2 l 
l 3 
7 6 
4 4 
14 14 
Harrison, "Comprehensive 
Patterns of Anxieties in 
Journal of Diseases of 
3 
2 
l 
1 
7 
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The interviewers felt that 71 per cent of the Italians appeared ex-
tremely or moderately upset while 71 per cent of the Irish and 79 per cent 
of the French either did not appear worried or appeared to be denying and 
not verbaJ_izing fears . This again supports our feeling that the Italians 
are more open in the expression of their anxiety than either the Irish or 
French Canadians . Literature often depicts the Irish as stoic individuals 
-vrho are able to tal~e much pain and don't react as intensely emotionally as 
other groups.11 
Not only ,,rere we interested in whether the mothers were worried and 
how they expressed this, but also in what worried them. The following 
table illustrates vrhat vrorried the mothers the most: 
TABLE 12 
TOTAL RESPONSES TO PAST+ PRESEJ\TII'+ AND FUTURE HORRIES OF MOTHERS 
\·lorries 
Hospitaliz':3.tion 
and surge!"J 
Not knowing what 
to eA.'}lect 
Fear of child's 
dying 
Fear when child 
becomes ill or is 
in pain 
Fear that child won't 
live normal l ife 
Fear that condition will 
happen to other children 
Cost of care 
llzborovrski, ·op . cit., p . 147. 
Number of Mothers 
22 
9 
9 
7 
8 
4 
1 
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The fear of surgery is the most prevalent among the list of worries, 
>vi th 63 per cent of the mothers mentioning it. This fear of surgery may 
be further described as either a f ear of the child's pain or a fear of 
the child's dying . .A~ though we "'\vere not able to determine which aspect 
vas most influential in the mothers' fear of surgery, vTe speculated that , 
the underlying concern vvas probably the fear of death. This is a very 
appropriate worry for, although considerable pro~re s s has been made since 
open heart surgery was first attempted in 1938, such surgery still involves 
some risk. The risk of surgery for a ventricular sept al defect, the most 
common condition in our study, is 20 per cent for children over age seven 
years and i s as high as 80-90 per cent for children under age two years. 
(see appendix B). Other vrorries that the mothers mentioned vrere not knmving 
what to expect , the acute illness of the child, the possibility that the 
child would not lead a normal life, the pos s j_bili ty that t he condition 
might occur in other children , and the cost of ca r e . It vrould seem that 
the underlying current of most of these 1wrries i s the f ear that the child 
will suff er or die. 
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TABLE 13 
COMPARISON OF EDUCATION AND NATIONALITY ~HTH WHAT HORRIED MOTHERS MOST 
Harries of Mothers Education Nati onality 
Eleventh Grade High School French Irish Italian 
or Belm-r Graduate or 
More 
Fear of surgery ":I 2 l~ 0 l J 
Child may be in 2 l l 0 2 
pain 
Child may die 2 2 l 2 l 
Child's f uture 5 4 4 4 l 
Cost of child's 
care 0 l 0 l 0 
Other children may 
b ecome anxious l 0 l 0 0 
Did not ans -vrer 
_5_ __]_ _]_ ~ 2 
Total 18 17 14 14 7 
A lool\. at Table 1 3 describing the nationality variable, in relation 
to the aspects of the child's condition that worri e d the mothers most, 
shmi s that the Italian mothers tended to b e more vorried about the pain 
and death of the child. As one mother commented, "I·· thought I -vrould lose 
her; she was between life and death." Another stated, "I 1vas afraid to 
let her get siclc b ecause she gets so sick." Irish mothers disclaimed 
any maj or '\·rorry or were most -vrorried about the child' s future as did one 
mothe r who said, "I was worried about his vrorking future if surgery 
doesn't help." French mothers div ided their 1wrries equally between the 
child's future and surgery . Typica l responses >·rere, "I worry about 
vrhether he 111 live a normal ]_if e , " and "We were afraid he wouldn't come 
through the operation." Here again, there is a pattern of an Italian 
focus on the painfQl aspects of illness and an Irish lack of expressed 
concern about pain. Zbormrski finds this same pattern in his study, 
"Cu_ltural Components in Response to Pain." He found that the Italian 
focused on the painful aspects of illness while the Irish 1-Tere able to 
take a great deal of pain. 12 Zola also found that "the Italians tended 
to be more disturbed by pain and to a gree.ter extent felt that it >vas 
present in, and as an i mportant part of, their illness .l3 He did not 
find any relationship bet>·reen the nature of a mother's 1wrrie s and her 
educational background. 
Ideas About Causation 
Another concern of many mothers in our study vas their responsibility 
for the development of the child 1 s illnes s . \fe did not determine vrha t 
these mothers had been told by the doctors about the causation of their 
child's congenital heart condit i on, but we di d t r y to relate our knowledge 
about the etiology of this disease to our subjects' ideas about causation. 
There is much that is still unknovm about the etiology of congenital 
heart disease, but it i s knmm that the defect develops when the heart is 
forming between the fom~th and sixth week of fetal life. 14 Familial 
incidence is approximately 2 per cent. Hhile a history of the disease in 
the family increases the chances that it will occur again, it is not 
considered a serious ri sk, and doctors do not as a rule discourage parents 
1 2I b id., p. 147. 
l J irving Zol.a, "Socio-cultural Factors in the Seeking of Medical 
Aid", Abstract, p . 3. 
l4Jean Griffin, Chief of Children's Cardiac Clinic, Boston City 
Hospital, personal co~nunication. 
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from having other children. A more common theoreticll explanation for 
the cause of congenital heart disease is the incidence of certain viruses 
such as colds and German measles (a probable cause of patent ductus ar-
teriosus) during the first trimester of pregnancy.1 5 
He did not know hm• many of the mothers had etiological factors 
explained to them by the doctor, but we found that 34 per cent attributed 
causation to something that happened during pregnancy. There is, however, 
considerable discrepancy between the medical explanation of etiology and 
the mother's interpretations. The following responses illustrate this: 
I remember that my heart skipped in pregnancy, and I wonder 
if that vTas at the time that he was fon!ling . 
I talked to another mother whose child had a heart condition, 
and she had drunk a lot of soda \·Tater and alka seltzer. I drank 
a lot of tonic, and I may not have taken enough vitamin ~ills in 
addition to the fact that I had a cold during pregnancy. 
~be irrational nature of such explanations demonstrates the role of guilt 
feelings in a mother's perception of her child's illness. Mothers are 
often ambivalent about their roles as women, about pregnancy and child-
birth, and about their children. Hhen a child has a serious illness, 
his mother can convert her ambivalence into guilt feelings, and she 
searches herself to find vThat she did wrong and "\·Thy she produced a de-
fective child. One interview >·rith each mother could not give us an 
understanding of how she 1wuld deal vri th such guilt feelings, but even 
the other types of responses to the question about causation could be 
displacements or denial of the original guilt feelings. These other 
categories were: no ideas, fate, environment, nature, God's will, in-
dividual susceptibility. (See Table 14). 
15John D. Keith, Richard Rovre, and Peter . Vlad, Heart Disease in 
Infancy and Childhood, pp. 1-14. 
TABLE 14 
COMPARISON OF EDUCATION AND NA'riON/\.LITY WITH MOTHERS' IDEAS ON CAUSATION 
OF CHILD'S CONDITION 
Ideas on Causation Education Nationality 
Eleventh Grade High School French Irish Italian 
or Belmv Graduate or 
Nore 
No ideas ~- 8 4 6 2 
Something I dic1 
during pregnancy 7 5 3 5 l.~ 
Nature 2 1 2 l 0 
Fate 0 2 1 1 0 
God's vrill 1 0 0, 1 0 
Environment 0 1 0 0 1 
Individual 
sus cepti bili ty 1 0 l 0 0 
Did not ansvrer 3 0 3 0 0 
Total l G 17 14 11~ 7 
A lo;)k at the educational variable shm-rs thc:;.t 67 per cent of the 
mothers who had no ideas about causation \vere in the higher educational 
group . 'I'hat so many of the hi gher educated group apnen:t in the category 
of "no ideas" and that none of this group 1fith specialized training be-
yond high school appeared in the category of "something I did during 
pregnancy'~ ma~r mean that these mothers are more avrare of the medical 
dilemna concerning the etiology of congenital heart conditions, or that 
they are more apt to use intellectualization and denial . The following 
statement of a college graduate in our study reflects the use of intel-
lectualization: " ••. I sent for a pamphlet and read. it cover to cover. " 
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A consideration of the nationality variable in relation to causation 
shows that many of the Irish mothers had no ideas on causation, as is 
seen in the following statement made by an Irish mother in our sample: 
"I really can't say too much about my thoughts; it 1ms just one of those 
things that happens." And, 50 per cent of the French mothers divided their 
ans\·rers equally between "no ideas" and "something they did during preg-
nancy". The majority of Italian mothers felt that the condition ivas 
caused by something they did or something that happened during pregnancy . 
Said one Italian mother: "I suppose it's a little hereditary; you just 
have to accept it." It is not clear from their responses -vrhich of these 
t im factors - something they "did" or something that "happened" to them -
causes them the most concern, but their overall eX}Jlanation of etiolog;y 
is related to pregnancy. It is evident, thou&~, that the Italian mothers 
1-rere more characterized by self-blame than the mothers of the other 
nationality groups. The Irish mothers stand out in their tendency to have 
no ideas about causation. In mos·t areas of our study, the Irish responses 
are significantly less associated -vrith personal involvement and concern 
and are more associated 1rith denial of affect than the Italian responses. 
The tendency of the Irish to have no ideas about causation also reflects 
a denial of affect, i.e. guilt, associated ;;dth etiology. 
lve felt that our subjects' current perceptions of their children's 
conditions would be reflected not only in their explanations of etiology 
but also in their daily living and in their advice to other mothers in 
the same situatj_on. 
Nana.gement and Advice 
As social vrorkers, we 1-lere especial ly interested in these mothe r s ' 
ability to cope vi th their home an<l family . For, as ·Has seen in the 
study of Gordon, Kanof, and Kutner, long term and fatal childhool i l l -
nesses can have diverse affects: it was found that half the parents '"ere 
d.rmm together because of the disease but in other cases it precipitated 
divorce or separation. 16 Hith the exception of t1w families in our study , 
in l·ihich the father l·ras deceased, both mother and father vere together 
in the home. The implication of religious views may oe considered here, 
for, even though Catholics do not condone divorce, separation is pennitted. 
And, in om· all Catholic sa.'11ple, all the families ".·rere intact, except 
>vhere a spouse had died. 
In our sample, 70 per cent of the mothe1~s felt that they were man-
aging 1·rell, or no differently than they had prior to the discovery of 
the chilo. ' s heart condition. Those mothers vrho aclmmileclged difficulties 
made statement; such as: 
I gave her too much attention . She is pampered more than the 
other children. 
her . 
My other children say that I love my sick chHd more than them . 
I can ' t control my other children; I spend so much time with 
But, vThen asked if the child's illness affected their personal life , 
52 per cent of all the mothers responded "yes" . 'l'he nature of their an-
Sivers is sho·wn in the chart below: 
1) Felt tj_ed clown, no time for self 
2) Felt more iWrried and tense 
3) Felt that though had had problems, 
1vere coping better >vi th them novl 
(10) 
( 5) 
( 3) 
l bAbram Kanof, Bernard Kutner, and Norrnan B. Gordon, "The Impact 
of Infantile .t'i.Inaurotic Familial Idiocy ( Tay- Sachs Disease ) on the Family", 
Pediatrics, Vol . 29 ( January, 1962) . p . 93 . 
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There is some indication that mothers are aware that in the future there 
may be differences in their personal life, although very ·fevr acknowJ.edged 
any differences nm.;. The ty:pe of responses given ivere: l) that they i-rould 
have little time for themselves; 2) that they would continue to be pressed 
by a lack of money; and 3) that they might become more religious. 
It ivas significant, we felt, that most of the mothers expressed a 
need for s ome help in the future. The ldnds of 11help11 may be divided into 
tvro main categories: l) Concrete help (namel;:r : financial aid, medical 
treatment, transportation, and babysitting); and 2) Emotional support 
(namely: encouragement and advice from family, friends, meclical personnel 
and social ·vrorkers; and, religious faith). The follmling statements made 
by the intervievrees illustrate 11 Concrete hellJ": l) "I need transportation, 
medicine and a babysitter." 2) 11 I need financial help for surgery bills 
in the hospital. 11 3) 11 'rhe social 1-ror~;:er is tryinr; to get ivelfare to pay 
for my medicine, transportation and a babysitter." Some illustrations of 
the 11 emotional support" desired by some mothers are; l) 11 I need someone 
vrith me to give me encouragement or something. 11 2) " ••• just the help of 
the Lord". 
For a comparison of the education and nationality variables in 
relation to ty:pe of help ivanted, refer to Table 15. 
TABLE 15 
COMPARISON OF EDUCATION AND NATIONA.LITY HITH KINDS OF HELP MOTHERS HANTED 
Kinds of Help Education Nationality 
Mot,l1ers \·lanted 
Eleventh Grade High School French Irish Italian 
or Belmi Gradua.te or 
J.Viore 
Concrete help 5 5 2 l~ 4 
Emotional help 5 l 3 2 l 
Concrete and 
emotional help 0 3 2 l 0 
Don't l·rant help 2 4 l 3 2 
Don't know at 
:present if help 
is needed . I"' l~ G 4 0 0 
Total w 17 I4 I4 7 
AlthouGh the educational variable is not significant here, a look at the 
responses grouped under nationality shmvs that 71 per cent of the Italians 
claim to need help ''hile only 50 per cent of the Irish and 50 per cent of 
the French recognize the need for help . 
The ldnds of advice our subjects offered to other mothers in similar 
situations reflect their feelings, fears, and hopes: 
Don't wrap yourself up so completely in your children; 
it stops them from srowing up and it also narrmvs you; 
don't live your children's lives. 
Don't make the sick child too dependent on you by over-
protectj_ng him. 
Nothing anybody says can mal~e a difference. You alvrays 
see children that~ are worse off and this makes you feel 
a little lucky . 
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Sill-1MARY 
In revie'i-ring the overall results of our study, we found two distinct 
patterns which we have called: l) Denial and intellectualization, and 2) 
Commlmication of affect. T.-le feel that these syndromes show up most 
markedly in a crisis situation rather than during times of normal func-
tioning . Furthermore, these s~1dromes seem related to both nationality 
and education. We found the Italians to be the most emotional in their 
immediate reaction to the diagnosis, in their eagerness to discuss the 
condition vli th others, in their seeking of support and reassurance, in 
their verbalization of guilt about what caused the illness, in their con-
cern about pain and death as outcomes of the illness, and finally, in 
their relief and optimism once they saw that their children were getting 
good care. Considerably fewer Irish reacted 1vith such intense feelings 
or communicated -vri th others about the diagnosis. They 1-rere, in fact, 
conspicuous in their lack of concern about pain, their disinclination to 
turn to social 'i-rorl~ers or other medical personnel for helJ?, and their 
denial of guilt or feelings of self-blame associated with the etiology 
of the illness. As has been stated before, the French Canadians do not 
emerge in any distinct way, but they, along with the Irish, made more use 
of denial and intellectualization than communication of affect. 
Education also influenced our subjects' use of these two syndromes, 
for those 1vith less education had more intense feelings upon hearing the 
diagnosis and more guilt about what caused the illness; I·Thereas, those 
with higher education l·rere more apt to use denial and intellectualization. 
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It is possible that the more education an individual has, the more material 
he has to support and enhance the defenses of denial and int ellectuali zation. 
The next chapter w:i.ll examine the meaning these variables, and the 
overall maternal reactions to a child's longterm illness have for the 
social vrorl~~ profession. 'vle hope that social >rorl~ers can make use of 
this i nformation to deal more effectively with people in crisis situations. 
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CHAPTER IV 
Jl.1PLICATIONS FOR SOCIAL WORK PRACTICE 
This has been an exploratory study of how the mothers of children 
with congenital heart disease perceive and cope with the child's illness. 
We have examined the influence of ethnicity and education on the mothers' 
attitudes, mode of communicating affect, use of coping mechanisms and use 
of supportive help. We focused on their initial reaction to the diagnosis, 
their current feelings relating to management and their concers about the 
future. 
We found that ethnicity and education did have an effect on the way 
in which our respondents communicated affect in a crisis situation. Our 
findings point up that in order to accurately assess the client's social 
functioning, it is essential that the social 'i'TOrker understand behavior 
within a socio-cultural context, as well as psychodynamically. The im-
portance of the cultural influences on behavior should be emphasized in 
the professional education of the social worker. Awareness that cultural 
attitudes may influence an Italian mother's tendency to verbalize much 
more anxiety, in a crisis situation, than an Irish mother, helps the 
social worker to see why these cli ents react as they do and how their be-
havior may be appropriate. vJe found that our Irish respondents tended 
not to communicate much affect and made more use of denial and intellec-
tualization as coping mechanisms, than did the Italian mothers. The 
French-Canadian respondents also tended not to ventilate anxiety and made 
more use of denial and intellectualization. It appeared that education 
enhanced the use of denial and intellectualization, as the mothers ~ith 
lesser education communicated more intense feelings and verbalized more 
guilt feelings. Thus, for example, when the worker sees a well educated 
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Irish client, in a crisis situation, reacting, with very little affect, 
he should consider that both culture and education may influence this 
client's pattern of communicating affect and use of coping mechanisms. 
The ·vrorker also should consider that culture and education may in-
fluence this Irish client's resistence to help and the worker can an-
ticipate that he may have to do a great deal of 11 reaching out" to this 
client. 
A major concern of our study was vrhen and hovr should the social 
>vorker intervene. Two of our major findings were that (1.) the mothers 
experienced an emotional crisis when told the diagnosis and (2.).:their 
greatest "worries" concerned the possibility of surgery and hospital-
izatj_on in the future. We would anticipate that this would be another 
crisis period. Our findings indicate that there is a need for inter-
vention by the social 1vorker at these times of crisis. We feel 
that the social worker can also play a significant educational and 
supportive role in helping these mothers cope with the stresses of 
management. It was evident that the social worker needs to "reach out" 
to these mothers. 
Intervention at the Diagnostic Crisis 
Upon learning the diagnosis the majority of our respondents felt 
the need of and sought supportive help. But few received "professional" 
help. The majority found the "strong shoulder" upon which to lean w-ith-
in their family or among their friends. Most of those mothers who did 
ventilate their anxiety at the time of crisis, novr describe themselves 
as feeling encouraged and hopeful. In cont~ast, most of those who did 
not "talk it over" with someone describe themselves as still worried. 
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It appears that the professions, particularly, social 1vork, 1-rhich 
can be of vital supportive help at the times of crisis are not utilized. 
Only 37% of our respondents had had any contact with the social worker. 
Most of the mothers expressed the need for some kind of help in the 
future. Their request for help seemed to revolve around tangible as-
sistance. Yet, they e;~ressed the need for encouragement and advice, 
which indicated the need for emotional support. It appears that most 
of these mothers \-rere unaware of the supportive function of the social 
worker. Their perceptions may reflect the perceptions of the community 
in general. 
On the basis of our findings we would suggest that the social 
worker be present vrhen the doctor first discusses the diagnosis with 
the mother. This would allow the worl~er to hear hovr the doctor presents 
the situation to the mother and to observe her reaction. This seems to 
be a most opportune time for the worker to "reach out" to the mother 
and this contact could establish a basis for an ongoing relationship. 
If time and staff size prevent the 1vorker from being present, then we 
would suggest 100 per cent Social Se.r.vice follOi-r-UJ? on every diagnosed 
patient. 
In talking with the parents the doctor should. emphasize. the impor-
tance of treating the chi ld just as a normal child. He ·sho~dtell them 
that the ·etiology is unknown.and they are not to blame themselves. 1 
The literature stresses that a doctor can maf~e a.- grave error in sharing vrith 
the parents ·the latest theories on. causation, relating to '.vhat appears 
1 Dr. Jean Griffin, Chief of Children's Cardiac Clinic, Boston 
City Hospital, personal communication .. 
to be their intellectual curiosity. The theories are not proven, 
but more significantly the parents initially need and are seeking 
2 
emotional support, not intellectual understanding. 
Our respondents' ideas concerning causation evidenced a great 
deal of underlying guilt feeling. While the fears these mothers ex-
pressed (the fear the child may have an early death; may not lead a 
normal life; may suffer pain and complications; the defect may occur 
in subsequent pregnancies) are all realistically based, the intensity 
of their feelings and fears appeared to be somewhat irrational. Many 
mothers admitted that they overprotected and favored the "sick child." 
We know that these mothers are going to have guilt feelings.3· Our 
professional concern is how they handle these feelings. 
He found that both education and ethn:Lcity had an effect on the 
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way the mothers comm~~icated their feelings r egarding causation. Those 
with higher education tended to make more use of denial and intellectual-
ization. Our Italian respondents were characterized by their feelings 
of self-blame; while the Irish mothers tended to exhibit more denial of 
affect. These patterns of communication again point up the need for 
the social workeT to understand the cultural influences on the behavior 
of the client. The social 1vorker should be prepared to help the mother 
ventilate these guilt feelings. One of the worker's long range treat-
ment goals might surround helping the mother to resolve these guilt 
feelings and fantasies about causation. 
2Forrest Adams, "Comments on Early Diagnosis and Treatment of 
Patients with Congenital Heart Disease," Diseases of the Chest, p. 426. 
3Barbara Korsch, "Psychologic Principals in Pediatric Practice," 
Advances in Pediatrics, p. 34. 
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Social Service Help with the Stresses of Management 
Our respondents tended to deny and intellectualize their difficul-
ties in management. Yet it was evident from their total responses that 
they were encountering problems in management. 
Only 52 per cent acknowledged that the child's illness had made a 
difference in their personal life. Many mothers expressed difficulty 
in handling the siblings' resentment of their pampering and catering 
to the child. And they expressed many fears relating to not knowing 
what to expect in the course of the illness. 
A few of the mothers did express awareness of hm·r the illness and 
their overprotective attitude tmmrd the child had effected the whole 
family. The "advice" our respondents gave to other mothers, in the 
same situation, reflected their own feelings. They "advised" others 
to try not to worry, try not to overprotect and ca ter to the child as 
they had done. Few of our respondents evidenced that they felt they 
GOuld treat the child as a normal child. They saw the child as 
"different" from his siblings. Because of his "condition" they felt 
they had to be more lenient towards him and they taught the siblings 
to be "careful" around him. One mother of a little girl, age four, 
said that she always gave into the whims of the child and told the sib-
lings to do likewise, as she feared the child would "hurt her heart" 
when she erie d. 
In talldng with the parents about the symptoms that forewarn 
complicati ons, a great deal of skilland sensitivity is demanded of the 
doctor. He wants to educate them, but at same time not increase their 
. t• 4 anx~e ~es. He has to continuously repeat his explanations as emotions 
4Griffin 
may block the initial understanding of the mother. We feel the social 
worker can play a significant role in helping the doctor educate and 
reassure the parents. 
Continuing contacts with the social worker vrould give the mother 
an opportunity to discuss the questions and concerns that she might 
have been "afraid" to ask the doctor for fear that she might sound 
"silly." The worker cannot give the mother medical advice, but she 
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can help the mother to feel freer in expressing her concerns to the 
doctor. The worker could reinforce the advice of the doctor and clarify 
the medical reality vi th the mother. The worker \·rould be sensitive as 
to hmr the -~rhole family is reacting and would be able to give the 
mother advice on how to handle stresses, such as the resentment of the 
siblings. He feel that these mothers should be encouraged to express 
their feelings and fears concerning the stresses in management, rather 
than denying and intellectualizing the existence of these stresses. 
Intervention When Surgery is Proposed 
Our respondents' greatest vrorries were related to the possibility 
of surgery and hospitalization in the future. 'He anticipate that this 
will be a crisis perj_od and we feel that the social w-orker can play a 
significant role in helping the mother through out this period. 
In the beginning phase of treatment the doctor may give the mother 
an approximate idea vrhen surger.1 can be attempted. He tries to treat 
the child's symptoms and hold him over until he reaches the optimum age 
(v;hen the risk is lowest) for surgical correction of the defect. If 
the child is having difficulty (heart failure, requent respiratory in-
fections) he may be forced to operate much earlier than the optimum 
age period, as only surgery may prolong the life of the child. It is 
unfair to the parents not to inform them of the risks involved in 
surgery. The parents need the opportunity to express to the doctor 
their questions and doubts before giving their consent to the operation.6 
The social worker could be present when the doctor discusses with 
the mother the advisability of surgery in the near future. Here, again 
would be an opportune time for the worker to reach out to the mother. 
If the worker cannot be present, we would suggest that these cases be 
routinely referred to Social Service. 
The parents need time to emotionally accept the proposal of sur-
gery. The social worker can help the mother to express her doubts and 
fears and give her suppo1~ through out this crisis period. The social 
worker can play a significant role in helping the mother to emotionally 
prepare the child. The child should be told, in very simple tenns, what 
is going to happen to him and ho'ltr he m:j_ght feel after the operation. 
One of our respondents said that her doctor auvised her to give her 
child some understanding of what to expect. She felt that this pre-
paration had decisively contributed to her child's adjustment to hos-
pitalization and to his adjustment after the operation. After surgery 
there are adjustments to be made and through continuing contacts the 
social worker can be of assistance to the family. 
Implicit in this discussion is the evidenced need for a close 
'ltrorking relationship bet1..reen the social worker and the doctor. The 
social worker has to be intimately aware of the medical reality. The 
doctor can utilize the skills of the social 'ltrorker to enhance his 
5Adams, op. cit., p. 428. 
6Griffin 
treatment plan. As he makes his differential medical diagnosis, he 
can rely on the social worker to give him insights into the psycho-
social-cultural milieu of the patient and his family. These insights 
should help the doctor individualize the patient and his family, and 
enhance his efforts to reassure them. Our respondents expressed the 
need for support, advice and encouragement from the doctor. The 
social worker can play a significa_~t role in helping the doctor re-
assure1 support and educate these mothers. The skills of the 
social worker should be utilized not only at the times of crisis, 
but through out the medical diagnostic and treatment process. 
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CHAPTER V 
LIIvliTATIOHS AND RECOMME.t'lJATIONS FOR FURTHER STUDY 
After a careful evaluation oi' our stud;y, '\·re have concluded that a 
more complete picture of the :.·eactions of mothers >·rhose children have 
congenital heart conditions is necessary. The f ollowing page s are devoted 
to a G.iscuss ion of several areas of research 1-rhich should have been de-
veloped more fully. 
The Medical Pict·ure 
Our lmowledge about the total medical situation of the child 1vas in-
complete in several respects. Although aware of the children's diagnosis, 
vre vrere tU18.ble to consult \'lith all of the doctors, and so could not ob-
tain a complete understanding of the implications of the prognosis for 
each individual child. 'l'his infonnation covJ.d have been very significant 
in that the prognosis for the same primary G.iagnosj.s can vary. Of two 
children having a ventricular septal defect, one may have a good prognosis 
while the other may have a poor one, depending on the age of the child and 
the size of the defect, He 1muld recommend aclequate consultation 1vith 
doctors concerning each child. Perhaps the most effective ivay of handling 
this material would be through the use of a rating scale draw·n up in con-
junction ·vrith the doctors. This vould include ratings on the severity of 
condition ( good, fair, poor), restrictions, if an;y·, to be placed on the 
child, possibility of surgery and risk involved, and outlook for a normal 
life for the child • 
.Another p:roblem '\vas that we did not lmo"r in every case how much the 
mothers kne'\v about their children 1 s medical situation, how long they had 
knmm abou,t it or how long the children had been in treatment. This medical 
information '\rould have allow·ed us to compare more adeqnateJ.y another 
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variable-the child 1 s prognosi.s-1-Ti th the mother 1 s reactions. K..."lowledge 
of how long mothers had knmm the diagnosis 1-muld also have allm-red us 
to determine if 1-re lrere actually getting the mother 1 s initial reactions 
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to the diagnosis or if ·11e 1rere getting already established ·cop.ing .mechanisms 
vrhich influenced their i·ray . of describing their immediate reactions• Duration 
of mother's 1movrledge could al:So have been used as a variable to see if it 
affected hm·r anxious the;r v1ere at the time of the interview, or hovr they 
verbalized their aiLxiety. He would recommend in a fm·ther study that the 
schedule contain questions which would. provide this information. 
The Setting and the Sample 
Because our data >ras gathered from five different settings, the 
selection of the sample was difficult in tr~t agency records did not always 
contain the same information. In several settings, there i-ras no information 
concerning race, religion, and nationality. The foc11s of the different 
agencies varied in some respects, and the feelings of the mothers about 
the medical care their child >las receiving could have influenced their 
responses. Mothers displayed various reactions to the medical settings, 
but 1-re cm:!ld make no generalizations because of the di versi t;y- of the set-
tings. ·;,re 1-rould recommend a comparison bet1-reen the settings, holding other 
factors constant, i.e. , Italian mothers in X setting -vrith Italian mothers 
in Y setting. In our study we intervie1-red too few mothers in each setting 
to make adequate comparisons. 
A more accurate picture of the influence of natiolli~ity and education 
could have been achieved if we had had the same number of mothers in each 
educational and nationality gro~p. 
Also, a larger sample would have afforded us more of a basis for 
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generalization on the influence of our t1m variables. Although Table 4 
shmrs that education and nationality can be compared separately, it vTould 
have been interesting to have compared the reactions of mothers in the same 
nationality and educational groups to determine, for example, if Irish 
mothers in the lower educatiorllil group all reacted the s~~e 1vay. 
He vmuld recommetid that the cultural variable be explored further. 
This could be done through additional readings and a schedule constructed 
to obtain information about the aspects of the culture, e. g ., value orien-
tations, child r earing habits, sex r oles, lvhich could influence the mother's 
reactions. Other areas that could be explored would be the effects of 
acculturation and the differences bet1veen the responses of the first, 
second, and third. generations. 
Family Picture 
Illness often alters the harmony and balance that a family has been 
able to achieve. Here questions in our inter-vie•., that explored this area 
would have been helpful. For example, it would be interesting to knovr 
more about the pre-illness situation: hovr long the parents were married 
before the birth of the child Hith congenital heart disease; whether they 
had planned their children; the nature of their familial and social re-
lationships before they learned of the illness; what other stress situ-
ations they encountered, and hovT they coped -v:ith them. 
·He had no information on the general coping mechanisms of the 
mothers to situations other than that of their children's illness. He 
did not know 1-1hat else might have been going on in the home (marital re-
lationsr.Lips; relationships 1vith other children; financial status) that 
might have influenced their emotional state. He therefore could not 
determine whether tbeir affect vras attributed exclusively to the child's 
illness or i-Tas compounded by other factors. 
He did not knoi-T about the parental roles in each family. Our study 
-vrould have been en.lJ.anced by more understanding of the father's involvement 
in the sick child's care as 1-1ell as in child rearing in general. 'de did 
not find out what roles the mothers in our study had outside their ma-
ternal roles. lve did not determine how many of them 1wrl~ed, so we could 
not speculate about the time they devoted to the management of their chil-
dren. Another area Hhi ch could have -oeen developed more thoroughly was 
the appropriateness of the mothers' restrictions in light of the medical 
diagnosis of the child. 
It would have been interesting to explore the significance of the sick 
child's age, sex, and ordinal position. The responses of some of the 
mothers indicated that these factors influenced their attitudes towards 
the sick child. For example, Victor came' to· the clinic ' dressed in a .red 
velvet suit, and it was clear that as the only child - especially the only 
son - his position in the family was important and could contribute to 
the intensity of his mother's emotional reactions to the illness. In cases 
where the sick child had siblings, it would be enlightening to consider 
whether he vras the last child, the only son or daughter, etc. Our ques-
tions could have related more directly to the mother's attitude towards the 
sick child and his siblings ( vrhether·-she devoted- more attention to the sick 
"--cb.ild) and the siblingt:>' reactions to. this child ( vhether his condition en-
hanced sibling riv~lry and fear of illnesE). 
A ,longitudinal study could pro.vid.e th~·opportur4ty to explore these 
areas through extended contact vii th the entire family. Following the in ... _ 
terview at the clinicj .home visits mj.ght be made , anq. follow-up intetvie>-Ts 
could be conducted with the parents, together and separately., In .this way, 
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observations of family interactions could be gathered. 
Prior Experience with Congenital Heart Disease 
It would have been fruitful to determine the influence of previous 
knowledge about congenital heart conditions and to correlate this with the 
educational variable. This would have provided an opportunity for the 
consideration of another possible influential factor in the development of 
the mothers' feelings and coping mechanisms. It would also have been per-
tinent to consider how personal their relationship was with the people they 
knew with congenital heart disease. A mother in the study had another child 
who died from a congenital heart defect. One would think that the closeness 
of this experience would have a profound influence on her feelings about 
the current illness. 
Although we did determine their previous experience with congenital 
heart disease - i.e., if they had known anybody with this condition - we 
did not analyze the influence of this experience on their perceptions of 
and feelings about the illness. In the cases where our subjects knew other 
mothers whose children had congenital heart conditions, it would have been 
helpful to know when the contact with such mothers occurred: did they 
seek out mothers with a similar problem or did they reestablish contact 
with these mothers, whom they had known before. 
Use of a Social Worker 
Our data on the mothers' use of a social worker would have been en-
hanced by a more thorough understanding of their perceptions of our pro-
fession. A study on the relationship between nationality and perceptions 
of a social worker would further our ow.n understanding of what factors 
influenced the decision to see a social worker. 
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Our assumption that the utilization of a social worker should be 
encouraged needs to be examined more thoroughly. Areas to explore are: 
whether intervention is as necessary for those who find comfort from com-
municating with family members about the illness; and how the doctors' 
and the social workers' own attitudes influence the time of intervention, 
i.e., the doctor's reluctance to have the social worker present when he 
shares the diagnosis with the parents or the social worker's resistance 
to being present at this time. 
\~e hope that anyone who pursues this study will take these limita-
tions and recommendations into consideration. 
APPENDIX A 
QUESTIONA.IRE 
Child: 
Mother 1 s age: 
Father 1 s age 
Religion: 
Present location: 
Born: 
Nationality 
Birthplace 
Education: 
Occupation: 
Family composition: 
Diagnosis: 
Prognosis: 
Tester 1 s impressions: 
Where are your parents from? 
Ancestors? 
What is the last grade you completed? 
Sex: 
Hov1 long have you been living in present location? 
Where did you live before '! 
Education: 
Income: 
Grandparent~:\? 
Hhen did you first know something was wrong with your child? 
off and on? 
continuous or increasing? 
anything else? 
Could you describe what happened? 
Did he start acting differently? 
anything else? 
vfuat did you think it was? 
Did the child complain of anything? When? Hhat? 
What did you do? 
Did you talk it over with anyone? Vfuat did they say about it? 
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Did you know of or talk I'Ti th anyone with a similar illness? 
When did you first think about going to a doctor? 
~llien did you first come to a doctor? 
vlho did you first take him to? 
Hm-r ili.d you feel about it? 
What happened then? 
Vlhen do you think you 1-rere most worried? 
Was anyone helpful during this time? 
Did you (also) l'rish you had someone(else) 
to talk to at this time? 
Looking back, do you have any ideas about 
vmat '.caused this illness? 
About 1-rhat causes illness in general? 
Hmr do you feel now? 
Looking ahead, what are the things that 
~Vorry you as a mother? 
Do you think it will make it more difficult 
to take care of other children you have or 
might have? 
Hm-r? 
Why then? 
~t did he say? 
\fuat ~Vas it that worried you? 
What did he do? 
Hm.;r do you manage? 
Has it made a difference in your personal life? 
Do you thiru{ it may? 
Do you think you could use any help in 
the future? 
Do you have any advice for other mothers 
in the same situation? 
Hov? 
What? 
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APPENDIX B 
MEDICAL SUMMARY 
Diagnosis: Ventricular Septal Defect 
22% of Total Congenital Heart Population (1) 
Clinical Manifestation: 
Exercise tolerance usually good. 
Usually no symptoms. 
D,yspnea (2) absent in many. 
May be present in patients with 
large blood flow thru defect. 
After 1st year they show marked 
improvement in exercise tolerance. 
Treatment: 
Surgery--open heart. 
Risk: over age ~- , 10-20'% 
Age 2-4, 5o% . Under 2 
80-90%. Optimum age 1-5 
years. Surgery first attempted 
19~.8. Those with flow thru 
defect very susceptible to 
respiratory infections, 
pneumonia, Treat with anti-
biotics, if go into failure-
treat with digitalis and 02 
therapy. 
Footnotes: 
Prognosis: 
60% mild cases live. 
essentially normal 
lives. 
Those Hith large flow 
thru defect may go in 
heart failure and die 
(3). In infancy 4% 
die, in infancy and 
childhood, of which 
1/3 die in 1st year; 
1/5 bet,.reen 1-5 years. 
Management: 
Most have good exercise 
tolerance in spite of 
relatively serious 
defect. vfuen child is 
asymptomatic & heart 
not enlarged-no restric-
tions. If heart enlarged 
should avoid organized com-
petitive sports. Ve~J sus-
ceptible to endocarditis, even 
when child has fever accompany-
ing common cold, doctor may pre-
scribe antibiotics as prophylac-
tic measure. 
1. Information summarized from John Keith, et. al., Heart Disease in 
Infancy & Childhood., Haldo Nelson, Textbook of Pediatrics. 
Interview with Dr. Jean Griffin, Chief of Childrer1's Cardiac Clinic, 
Boston City Hospital. 
2. D,yspnea-shortness of breath-(severity ranges from dyspnea on 
exertion to same at rest, to subjective feeling of suffocation.) 
3. Heart Failure Clinical signs-shortness of breath; cyanosis (skin has 
blue color particularly aro~~d mouth, fingernails, toes-evidence of 
lack of 02, condition also is characteristic of certain defects); 
edema (swelling) of feet and ankles. 
Diagnosis: Patent Ductus Arteriosus 
17% of Total Congenital Heart Population 
Clinical Manifestation: 
Usually no symptoms in. childhood 
main complaint retarded develop-
ment. Detected on routine exam. 
More prevalent in females. Ratio-2:1. 
Usually no D.yspnea, unless failure 
is present. Heart failure is a 
major-complication. 
Treatment: 
Surgery optimum/age 5-10 yrs. 
Can be done any age . Risk 1% 
If during lst year infant is 
in failure surgerJ may be 
advised. If child has fever 
over l ,,reek then give antibiotics 
as prophylactic vs. endocarditis. 
Prognosis: 
Life span w/o surgery 
30 yrs. 90% of deaths 
in childhood occur in 
first t1vo years. 
Management: 
No restrictions except 
organized competitive 
sports. 
Complications: susceptible 
to endocartitis-antibiotics-
failure treat >vi th digitalis-
susceptible to respiratory 
inf'eetions. 
Diagnosis: Tetralogy of Fallout 
11% of Total 
Clinical Manifestation : 
Most common group with persistent 
cyanosis . 
--present in 75% over l yr. age 
--may develop suddenly vvi th infection 
or l·rhen infant begins to crawl, 
or may be present soon after birth. 
D.rspnea-on exertion, infants l·rill 
play a short time, then rest, lie 
or s-g_ua t dmm. Older child may be 
able to 1valk only one block, before 
resting. 
Exercise tolerance depends on severity 
of defect, vlhich is often reflected by 
intensity of cyanosis. 
--usually have retarded development. 
Treatment: 
Surgery-optimum age 2-5 years. 
Risl~ 50-lOO~b. Can do temporary 
operation in infancy, risk of this 
procedure 5-10% 
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Prognosis: 
Fair--depends on severity. 
W/0 surgery life span 13 yrs. 
67% of deaths in childhood 
occur in first tvro years. If 
survive to age 2 years, symp-
toms lessen. At puberty symp-
toms become progressively more 
severe. 
Management: 
Child aware of limitations. 
'dill limit self, vrill sg_ua t 
down to relieve dyspnea. 
Susceptible to respiratory 
infections and endocarditis -
treat 1vi th antibiotics & • 02 
therapy. 
4. Endocarditis--infection of heart-whenever congenital heart patient 
has dental or throat surgery, antibiotics prescribed as prophylactic 
measure vs. endocarditis. Prior to the advent of antibiotics en-
docarditis \vas one leading causes of death. 
Diagnosis: Transposition of Great Vessels 
8% of Total 
Clinical Manifestations: 
More cornmon in males. 2: 3 ratio 
Cyanosis - progressively severe. 
Cardiac failure-chief cause of 
death. 6oojo go into failure by 
age 4 mos. 
Retarded development. May be 
complicated by associated defect, 
(ventricular septal, atrial septal.) 
Treatment: 
Surgery risl~ 50-100)~ very 
complicated surgery. Opti-mum age 
6 mos. Operation only gives 
partial correction (lst attempted 
19~.8) 
Prognosis: 
Fair. 
3 ~nos. 
year. 
Life span H/0 surgery 
23~G f;urvi ve first 
Management: 
Failure major problem. 
Treat 1-r:i.th digitalis and 
oxygen therapy. 
Susceptible to endocarditis. 
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Diagnosis: Atrial Septal Defect 
7% of Total 
Clinical Manifestation: 
Fe-vr diagnosed under age J yrs. 
undernourishment, retarded 
gro1·rth 
more coramon in females - 3-l ratio 
associated 1vith other congenital 
defects , i.e. mongolism 
dyspnea ·Hith exertion 
a ssociated vri th other heart defects 
but usually has good exercise 
tolerance , but tire easily 
Treatment: 
Surgery risl\: 5% 
o-ptimum age 4-12 yrs. 
lst attempted 1948. 
Prognosis: 
Life span 11/0 
to 50 year s . 
in infancy. 
in chilclhood 
surgery 
5% die 
Prognosis 
good. 
Management: 
Susceptibl e t o respira-
tory infections , and 
endocarditis. 
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Diagnosis: Pulmonary S~enosis 
7% of Total 
Clinical Manifestation: 
T-vro Groups--
1. Moderate. No symptoms 
2. Severe - (75%) usually 
no s;ymptoms--some may 
have sy~ptoms (25%) 
cyanosis; lmr exercise 
tolerance, failure. 
Treatment: 
Surgery risk 5% 
Can be done any age. 
successful surgery . 
attempted 1948. 
Very 
lst 
Prognosis: 
If moderate, life span 
to 70 years. If 
severe, life span 21 
years. 
l\1:::mager:1ent: 
Some moderate cases do 
not requi::..~e surgery. 
For severe cases 
surger.r in infancy may 
be advised. Suscepti-
ble to endocarditis . 
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Diagnosis: Coarctation of Aorta (Constriction of Aorta) 
6ojo of Total 
Clinical Manifestation: 
Over 50% present symptoms in lst 
year, i.e., dyspnea, heart failure. 
Also frequently have accompanying 
heart defect-i.e. 1 patent ductus. 
Likely to have normal devel9pment 
in upper part of body, but marked 
underdevelopment in low·er extremi-
ties, due to lack of blood supply. 
Remaining detected after 1 yr., 
usually have no symptoms and defect 
diagnosed on routine exam. 
Treatment: 
Surgery can be done at any age. 
Optimum age 7-12 years. Risk 4-5% 
First attempted 1945. 
Prognosis: 
Life span vl/0 surgery 
30-~0 years. 
l>lanagement : 
Treatment of failure-
digitalis. 
No restriction except 
organized competitive 
sports. 
Diagnosis: Fibroelastosis (Disease of tissue of the heart) 
1% of Tot al 
Clinical Manifestation: 
Dyspnea & Cyanosis present -vrhen 
in failure. Synptoms: failure 
to thr ive, loss of appetite, 
irritability, vomiting . 
( Symptoms related to stages 
of hear failure.) 
Treatment : 
Digitalis gives dr amat i c 
results, can use as treatment 
until sympt oms disappear, 3 or 
4 yrs. 
Prognosis: 
Guarded. 75% die in 
lst six months. 
9 'Z/a die in lst year. 
High mortality from 
ages 2 mos. to l yr. 
Those who survive 
infancy Hill probably 
die in early adulthood. 
Death may be sudden. 
Management : 
Treatment of failure 
yiel ds good r esults. 
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Diagnosis: Supraventricular Cardiac Arrhythmia (Abnormal 
rhythm of heart) 
Less than 1% of Total 
Clinical Manifestation: 
When infants are in an "attack" 
symptoms are pronounced; ashen 
complexion, cold, perspiring, 
slight cyanosis of lips. 
Child over 3 -yrs. may be aware 
of attack, appear .. slightly pale, 
and will stop activity and sit or 
lie down, may also show· an.'Ciety. 
Duration of attack may be severa.J. · 
hours up to several weel~s. If 
attack last over 24 hours danger 
there is patient may go into 
failure. 
Treatment: 
Digitalis as therapy effective 
in prevention of recurrence. 
Prognosis: 
Good. 2$ 
May have only one 
attack. Condition may 
clear up spontaneously. 
Management: 
May not recur. If 
onset is in infancy 
less incidence of 
recurrence. Higher 
incidence of recurrence 
when onset is in 
childhood. No restric-
tions. 
Diagnosis: Aortic Stenosis 
4% of Total 
Clinical Manifestation: 
Difficult to diagnose in 
infancy, at birth appear no1~al. 
Du2·ing first year develop dyspnea 
and in severe cases may go into · : 
failure. 
Good exercise tolerance, even those 
with dyspnea. 
Associated lesions may occur, i.e., 
ventricular septal defect, pulmonary 
stanosis. 
Treatment: 
Surgery risk 5% can be done at any 
age. Optimum age l-10 yrs . 
Prognosis: 
10% die in infancy and 
childhood. Good 
prognosis for those 
who survive infancy. 
Management: 
Susceptible to endocarditis. 
No restrictions except organ-
ized sports, unless patient 
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has history of failure and 
dyspnea-then has to avoid all 
strenuous activity. It is in 
this group that sudden death is 
most lil<;:ely to occur. 
Diagnosis: Aortic Regurgitation 
Less than 1% of Total 
Clinic Manifestation: 
Backwood flovr of blood through 
aortic valve. 
Symptoms--heart failure, dyspnea, 
other respiratory sy.mptoms. 
At time symptoms appear disease 
has progressed to point of 
severity, very rapid course 
from onset of severity. 
Treatment: 
Treat for failure. Prophylactic 
measures vs. endocarditis. 
Surgery not perfected. 
Prognosis: 
Guarded 
Management: 
Some restrictions on 
activity. 
Diagnosis: "Functional Murmur" or Innocent Munnur 
Clinical Manifestation: 
Over 50% of normal babies have 
"functional murmurs. 11 Usually 
patients outgrow it. No 
clinical symptoms, detected on 
routine exam. 
May appear later childhood or 
in adulthood. 
Treatment: 
Follow in clinic from l-2 yrs. 
to definitely rule out pathology. 
Prognosis: 
Excellent. 
Management: 
No restrictions. 
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Diagnosis: Systolic Murmur. 
Not definitive diagnosis, but a clinical finding. 
Clinical Manifestation: 
May be symptom of almost any 
congenital defect. From this 
symptom physician presumes 
there is underlying pathology. 
Murmur may be ruled out as 
functional. 
Treatment: 
Study extensively, establish 
definitive diagnosis. 
Prognosis: 
Dependent on under-
lying pathology. 
Management: 
Dependent on under-
lying pathology. 
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Diagnosis: Ventricular enlargement 
Not definitive diagnosis, but a clinical finding 
Clinical Manifestation: 
No symptoms, defect detected on 
exam or x-ray. 
Enlargement may be symptom of 
disease. 
From this finding the physician 
presumes there is underlying 
pathology. 
Treatment: 
Follow in clinic and study 
extensively to establish 
definitive diagnosis. 
Prognosis: 
Dependent on under-
lying pathology. 
Management: 
Dependent on under-
lying pathology. 
8l 
• 
Diagnosis: Pulmonary Artery Hypertension 
Not definitive diagnosis, but a clinical finding 
~inical Manifestation: 
High blood pressure in pulmonary 
artery. May be symptom of 
pathology. From this finding 
physician presumes there is 
underlying pathology. 
T:reatment: 
Study extensively to establish 
definitive diagnosis • 
Prognosis: 
Dependent on under-
lyi~g pathology. 
Management: 
Dependent on under-
lying pathology. 
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